How this fits in {#s2}
================

Primary care practices have started to explore different methods of engaging with patients to advance quality improvement. To the authors' knowledge, there has been little empirical research to understand the impact of such an approach beyond participant satisfaction. Present study findings provide empirical evidence of important considerations for those looking to organise similar patient and public engagement events.

Introduction {#s3}
============

Across the globe, efforts to involve patients and citizens in decision-making are well established across several domains in healthcare provision and public health^[@bib1],[@bib2]^ (for example, chronic disease, acute care, and surgery). The practical aims of patient and citizen engagement are multiple, often overlapping, and sometimes conflicting; namely, to encourage change of health-related behaviours; empower citizens to take greater responsibility for their own health; control health costs; improve the quality of healthcare provision; and improve patient experience.^[@bib3]^

Patient engagement to influence organisational design and governance necessitates a process for dialogue with patients about what is working well and what can be better. As per Williamson's article on patient and citizen participation in health, the authors use the terms 'involvement', 'engagement', and 'participation' interchangeably in the present article *'* *to signify efforts to involve people (and patients) more actively in policy and practice* *'*.^[@bib3]^ This can occur along a continuum from consultation via patient experience surveys, to involvement as patient advisors, to partnership via shared leadership of committees.^[@bib4]^ Though diverse, these initiatives share the conviction that sustainable improvements in health cannot be achieved by imposing change on people but require their active participation and the consideration of their voice as equal. Much of the discussion on patient-centred care and patient engagement has focused on engagement at a clinical level, shared decision-making about treatment,^[@bib5]^ and the activities of formal patient advisory councils; however, patients need to be involved more broadly, and there needs to be a better understanding of what factors make for successful engagement experiences and therefore lead to broader improvement in health care and care systems. Improved understanding of what effective patient engagement looks like; what strategies and investments can be appropriate in different settings; and how leaders throughout an organisation can advance these efforts must be discussed more openly.

Primary care practices have started to explore different methods of engaging with patients to advance quality improvement.^[@bib6]^ The authors' primary care Family Health Team (FHT) organisation chose to leverage methods of citizen engagement to develop and host a 1-day patient engagement event designed to gather feedback on core services.^[@bib7]^ To the authors' knowledge, there has been no empirical research to understand the impact of such an approach; therefore, the authors undertook a rapid ethnographic evaluation of the event to understand its impact and what context and mechanisms might relate to potential success. The authors sought to understand what citizen engagement needs to look like in order to make it a useful approach for quality improvement in family practice.

Method
======

Setting {#s4-1}
-------

This study evaluates a patient engagement day conducted at the St Michael's Hospital Academic Family Health Team in Toronto, Canada. The FHT is a large, interprofessional primary care organisation with six clinic sites dispersed throughout the urban core of Toronto. The FHT serves approximately 40 000 patients from diverse backgrounds, including young urban professionals as well as immigrant families living in poverty. The vast majority of patients have health coverage through the provincial health insurance plan, which fully covers primary care visits and all medically necessary tests.

The FHT regularly surveys patients on their experience of care and uses responses to inform improvement priorities; however, the FHT wanted to engage in a richer dialogue with patients to better understand how services could be improved, and thus partnered with an external agency, MASS LBP, to organise a 1-day patient engagement event. Using citizen engagement methodology described elsewhere,^[@bib7]^ the FHT sent 10 000 email invitations and put up posters in their waiting rooms inviting patients to volunteer; 350 patients responded. The FHT selected 36 of the 350 patients based on self-reported age, sex, housing status, and health status to ensure diverse perspectives from a group of patients considered to be representative of the practice population. The FHT covered transportation but not childcare costs for patient volunteers, and worked extensively to ensure each participant could attend without unreasonable burden or expense.

Study design and population {#s4-2}
---------------------------

This was a single-centre, rapid ethnographic evaluation using both observation and key informant interviews to collect data. Rapid ethnography is a collection of field methods used to provide evaluators with a reasonable understanding of participants and their activities given a limited amount of time spent in the field gathering data.^[@bib8]^ It is often used in targeted community engagement events.

A convenience sample was analysed, drawn from those who participated in the patient engagement event (observation) and the subsection of the participants that provided their contact information (follow-up interview). As those attending the patient engagement event were randomly selected for participation, maximum variation sampling for the evaluation was enabled. This approach provides the opportunity to understand how an issue is experienced differently by participants in different circumstances.^[@bib9]^ Verbal informed consent was obtained from all interview participants and audio-recorded at the time of the telephone interviews.

### Recruitment and consent to participate {#s4-2-1}

Patients who participated in the patient engagement event were made aware of the evaluation, and the researcher was introduced at the beginning of the session. Any participant who was not comfortable with the evaluation was asked to speak to the lead physician, and the researcher would be notified; at no point during the day did any of the participants ask to be removed from the data collection. At the end of the session, participants who were interested in participating in the follow-up interviews were asked to provide their name and primary contact phone number.

### Data collection {#s4-2-2}

Data collection for this evaluation consisted of both observation and key informant interviews. Observation was carried out during the actual event, and interviews were conducted by telephone after the event. All qualitative data was collected by a PhD-trained qualitative researcher who was not a member of the FHT or involved in the organisation of the event. The researcher did not have a prior relationship with any of the patients or staff who participated in the event.

Observations were conducted throughout the event. The researcher strategically moved around the room throughout the event in order to capture the various interactions and communications at different times during the day. During direct observations, researcher interaction with participants was minimal and non-interruptive (this was not a participant observation study). Data was collected with bullet-point jottings which were written up into detailed field notes by the researcher immediately after the event.

Post-event patient interviews lasted an average of 15 minutes (10--37 minutes) and were conducted by telephone by the researcher. The interviews followed a semi-structured format using an interview guide designed by the research team and informed by the evaluation objectives. The semi-structured format allowed the interviewee to guide the conversation while, at the same time, providing some direction around certain topics of interest. All of the interviews were assigned an ID number which was not related to the interviewee's identity, and audio files were transcribed verbatim and de-identified (any personal identifiers removed) by an external professional transcription service.

### Data analysis {#s4-2-3}

The data collected were analysed according to ethnographically-informed thematic analysis techniques.^[@bib10]^ Data analysis of the interview transcripts was carried out in parallel with data collection in order to continuously monitor emerging themes and identify areas for further exploration. All analysis was initially carried out independently by the researcher and discussed with the project team at several time points in order to ensure the analysis was grounded in the data and objective of the research. Each author provided methodological and content expertise to ensure trustworthiness of the study.^[@bib11]^

The first principle of inductive analysis is to use an emergent strategy to allow the analysis to follow the nature of the data itself, with a focus on understanding the meaning of the description. The first step of the analysis was open coding. Descriptive codes were attached to segments of the text in each transcript by the researcher.^[@bib12]^ The descriptive codes were then grouped in to broad topic-oriented categories and all text segments belonging to the same category were compared.^[@bib12]^ The topic-oriented categories were further refined and formulated into fewer analytic categories through an inductive, iterative process. The analysis moved forward and backward as data were re-examined, with codes, categories, and patterns beginning to emerge. Observational field notes were also coded where appropriate and analysed to provide a detailed description of the context of the event. The research team had multiple discussions throughout the coding process and approved all versions of the code book prior to final coding of the dataset. Any disagreements in interpretation were settled through discussion and consensus. All coding was carried out manually without the use of computer software in order to make it easier to share thought processes with the clinical project team. Significant field notes were kept during the process of analysis in order to provide an audit trail of each step of the process and to monitor the reflexivity of the researcher.

Results {#s5}
=======

Of the 36 attendees at the event, 12 volunteered to be interviewed. All participants who provided their contact information were interviewed. Analysis of the full set of observational field notes, patient interviews, and informal conversations with the FHT staff revealed several common messages that are relevant to understanding the experience of engaging patients in quality improvement work in primary health care. The findings discussed here are those relating to the context and experience of the event and purposefully do not include content relating to improvement opportunities and suggestions (captured elsewhere).^[@bib7]^

Setting the stage and addressing the power differential {#s5-1}
-------------------------------------------------------

The event was held on a sunny day in a very bright and light-filled space at the conference centre. A few senior males arrived early, all other participants arrived on time and made their way to an open space at one of the 12 available tables (tables were not assigned). The staff attending seemed unsure of what was going to happen at first; the patients seemed quite comfortable and the facilitators began engaging with participants right away, so conversations flowed from the beginning. The space was filled with natural light, there was music playing, and the initial mood was very positive.

The above observations highlight the importance of setting the stage for the event. First, the facilitator started the introduction with very purposeful language: *'* *Today you will be spending the day with* your *F* *amily* *H* *ealth* *T* *eam* ' (emphasis in the original). This immediately created a sense of membership, ownership, and vested interest for everyone in the room, particularly for the patients. This was important because it set the event up as more than a focus group but rather an opportunity for two-way knowledge exchange.

Second, the group participated in a geographic 'mapping where we come from' exercise as an ice-breaker and a unique way to start personal introductions. During the exercise, participants (both patients and staff) were asked to not only say what part of the city they were from but also what prompted them to volunteer for the event. Overwhelmingly, the answers were all very similar and related to 'getting the opportunity to give back'; to 'form a relationship with my healthcare team'; 'to learn and see it from the other side'; and considering St Michael's Hospital a part of their community *'* *so it's important to do everything we can to make it as good as possible* *'*. These were very positive sentiments and indicated that the participants had come to *'* *invest in their investment* *'* (their words) and not just for the purposes of complaining or voicing concerns.

The final way in which a certain type of stage was set for the day was the presentation by the lead physician. Seen as a physician and figurehead at the FHT, they proceeded to tell a personal story about their experience with their small child in the emergency room just the night before, including challenges with the processes and timeliness of the care provided. During the presentation there was a palpable sense of equality between patient and staff, at least for that day, and it seemed to set the stage for the patient participants to feel safe in sharing their feedback. One participant commented:

> *'* *...* *today made the doctors and nurses seem more human to us* *...* *they don't have magic power but I feel they are hearing our voices.* *'* (Participant \[P\]A -- female \[F\])

The power of storytelling {#s5-2}
-------------------------

At many of the tables, patients regularly used informal storytelling to emphasise their description of issues with the system or their suggestions for solutions. Storytelling occurred spontaneously during the group work activities. Participants were not told to share stories, rather the small group interaction seemed to encourage a sharing environment. The stories shared at the event ranged from ones of frustration, to ones of confusion, to ones that conveyed heartfelt gratitude to the team for excellent care. It was also notable that many stories ended with a phrase such as *'I don't understand why it has to be that way?*'. Stories do not convince by their objective truth but by their emotional impact on the listener, and there were several occasions where exemplar stories shared by the patient participants made the staff members take pause and think about certain situations in a different way.

The sharing of stories also appeared to act as a point of connection, particularly for the patient participants. While they were complete strangers to each other and had different healthcare experiences and backgrounds, they seemed to relate to each other's stories and could use that as a common place from which to think about solutions as a group:

> *'* *I haven't had the same experiences she has had, but hearing where she is coming from helped me to think about the problem differently.* *'* (PB -- male \[M\])

Reframing the patient role {#s5-3}
--------------------------

As patient participants began to view the lead physician as a 'real person' and a healthcare user themselves, there was also a lot of discussion on the need for patients to be viewed as partners with important knowledge. This includes knowledge about themselves and their bodies, as well as about their experience as patients. This drew attention to how the team engages with their patients on a regular basis; even normalised engagements like using the word 'patient' to refer to an individual or how they are treated at reception, to the 'why' and 'how' parts of the care process, are seen as *'*a black box' for patients. This puts patients in an 'only when you need to know' position and most often in a defensive position when an experience goes awry, encouraging the hierarchical and insider-versus-outsider culture:

> *'* *Even if there isn't anything that can be done about something, it would be nice to know the reasons why things are the way they are and that they appreciate our point of view.* *'* (PC -- F)

In many ways, the event allowed for a reframing of the patients as 'insiders' with a different perspective and in return gave them information about the 'inside', which allowed for a greater understanding and more thoughtful conversation around solutions. Previously, patients had only been involved in quality improvement efforts at the FHT by providing responses in a patient experience survey or by providing input into specific projects; however, in hearing how the patients spoke about their FHT, they appeared to have always considered it as 'theirs':

> *'* \[*...*\] *the* *F* *amily* *H* *ealth* *T* *eam* *is a part of our community and, so it is in our best interest to make it better.* *'* (PD -- M)

Discussion {#s6}
==========

Summary {#s6-1}
-------

The authors' evaluation of a patient engagement event in a primary care practice revealed three key themes or lessons for organising an event that positively impacts participants and the organisation, including the importance of setting the proper stage and addressing the perception of the power dynamic for such an event; the use of storytelling as a tool of connection; and how such an event can reframe the role of the patient in relation to the healthcare team.

Strengths and limitations {#s6-2}
-------------------------

As with all evaluations, there are strengths and limitations inherent in this study. This was a rapid ethnography of a 1-day event with a single data collector and a convenience sample of participants, which can be seen as both a strength and a limitation. The focused event gave an opportunity for intensive data collection, however the focus was just one group of people on 1 day for a single FHT. Given the lack of empirical research in this area, the authors feel that taking a formal research approach to understanding what went on within this event, rather than only measuring participant satisfaction, is a major strength. There were certainly opportunities for selection bias and a Hawthorne-style^[@bib13]^ effect to have influenced findings; however, based on the use of rigorous qualitative data collection and analysis methods, and the interactive nature of the day, the authors feel that the risk of these types of bias is low. Given the lack of empirical research in this area, this analysis contributes to the knowledge in the area of patient engagement in primary care and has revealed insights that are likely broadly applicable to other settings.

Comparison with existing literature {#s6-3}
-----------------------------------

Effectively engaging patients and the public in conversations about healthcare design and delivery means changing the nature of the relationships between patients and the healthcare system. Since Hippocrates, it has been recognised that there is a strong power differential between physicians and patients, which can directly impact conversations about improving quality of care. While the power differential may not always be explicitly enacted within primary care, the hierarchy is an age-old cultural residue in health care, which implicitly frames the usual relationship between patients and providers.^[@bib14]^ Often this is ignored or taken for granted but addressing it head on and leveling the field, as was the case with this patient engagement event, is probably one of the most important mediators of a positive patient engagement experience.

Related to this, stories bridge the gap between the formal codified space of an organisation (roles, job descriptions, and lines of accountability) and informal uncodified space (relationships, feelings, 'unwritten rules', and experiences).^[@bib15]^ Stories offer insights into what might have been; the imaginative reconstruction of the end of a story allows us to consider different options for change.^[@bib16]^ People working in healthcare organisations can be apprehensive about allowing patients to tell their stories, assuming that they will only share negative experiences. This was far from the case in the present study. The unsolicited use of storytelling here exemplifies the power of leveraging group dynamics for a deeper engagement experience. This type of engagement enables a healthcare organisation to identify areas for improvement and turn the 'this is just how we do things' response into a 'why do we do it that way, and can we change it?' perspective.

This type of event seems to have created an opportunity for the relationships between patients and the healthcare team to be reframed from transactional to relational. In a study using telephone interviews with 234 adults who had seen a primary care physician within the previous 6 months, Burgoon *et al* confirmed that perceived relational communication was strongly related to affective, cognitive, and behavioral satisfaction.^[@bib13]^ This shift relates not only to how the relationship is perceived during an event such as this but also in how a healthcare team transforms its interactions with patients going forward in day-to-day practice.

Implications for research and practice {#s6-4}
--------------------------------------

Repeated calls have been made around the world to engage and involve patients and the public more explicitly in the design and delivery of health care. Uncertainty persists around why and how to do this well; how to measure its impact; and how to involve and support a diversity of individuals, and create opportunities that enable patients to work in partnership to genuinely influence improvement decision-making. It seems that the unique environment created via this event and the unanticipated outcomes of the group dynamics have created a successful example, which other primary care organisations can look to when considering how to engage patients in quality improvement. The research approach may also encourage others to evaluate such events more formally and help the field move beyond measures of satisfaction in order to really understand the impact and outcomes of patient engagement in primary care.

This study has practical implications for practices. Practices involved in patient engagement should pay particular attention to how they can both implicitly and explicitly reduce the traditional power differential between patients and healthcare providers. Approaches range from physical setup of the room, to use of ice-breakers, to how the leaders describe themselves, the role of patients, and the purpose of the engagement. Storytelling is an effective way for patients to connect with each other and with healthcare professionals. Providing education about healthcare operations and the broader system for patients is crucial for shifting their role to one of a healthcare 'insider'. Future research should ideally include longitudinal studies which look at the direct outcomes related to increased patient engagement in such settings and how engagement can evolve over time to improve outcomes.

Patient and family engagement approaches to health service delivery and design offer a promising pathway toward better quality health care, more efficient care, and improved population health.^[@bib3]^ The findings of the present study highlight three key themes that may provide useful guidance to those considering similar patient and public engagement events: the importance of setting the proper stage; storytelling as a tool; and reframing the patient role in health care.
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